Background: Sex chromosome variations (SCV) are associated with a spectrum of physical, neurocognitive, and psychosocial signs and symptoms that require a range of clinical services from a number of medical, social and educational disciplines. Health care providers do not know the clinical needs and desires of patients and families affected by SCV, leaving them to navigate health care on their own. Aims: The purpose of this study was to explore patient clinical needs and desires from the patient-family point of view in order to improve access and integration of care for patients and families affected by SCV. Methods: We conducted an online survey consisting of closed and open sets of questions via Survey Monkey to investigate clinical needs and desires from a sample of patients and family members recruited from a National Advocacy Association known as AXYS. Surveys were sent to 6,000 members. Descriptive statistics were conducted to analyze item data and descriptive content analysis was conducted for open-ended questions. Results: We obtained responses from 229 participants representing the following six SCV diagnostic categories: XXY, XXX, XYY, XXYY, XXXY and XXXXXY. Respondents indicated their greatest clinical need was for services from multiple clinical specialties such as endocrinology (75%), behavioral psychology (51%), educational psychology (55%), speech and language (43%%), developmental pediatrics (36%) and fertility specialists (42%). Other supportive needs analyzed using content analysis showed providers did not understand the needs for individuals with SCVs and were unlikely to make referrals that were important to patients. Qualitative analysis emphasized the respondents' desires for support, provider education, and help navigating insurance, education, and legal concerns. Conclusions: Current care for patients and families affected by SCV is disjointed and without clinical collaboration that benefits patients. This study highlights the need for improved access to multidisciplinary care and integration of services via clinical collaboration. 
